2007
). The occlusion of the vessels in the brain causes Alzheimer's disease which results in dementia behavior (Plassman et al., 2007) . Type 2 Diabetes mellitus (T2DM) is an epidemic among African Americans who are twice as likely to have diabetes as their White counterparts (American Diabetes Association [ADA], 2013) . Because a PWD may require 24 hr surveillance (National Alliance for Caregiving/AARP survey, 2009), the caregiver's health state becomes a concern, especially because African Americans tend to care for their aging family members at home, rather than at a nursing home (Dilworth-Anderson et al., 2005) . The number of persons affected by Alzheimer's disease tends to increase annually and is currently estimated at 8 million, and the number of non-professional caregivers is estimated at 15 million (Alzheimer's Association, 2015) . The significance of this dire information is the detriment to the caregiver's health, the economic backlash from caregivers lost wages due to caregiving at home, and the contribution to the U.S. health care system these family caregivers are making.
Recruiting caregivers of PWD is difficult, especially African American caregivers. The literature discusses some of the barriers to recruitment. Cultural sensitivity in terms of language and meaningful discussions about the informed consent process are identified as barriers to recruitment (George, Duran, & Norris, 2014) . The consent process is intimidating and instills fear of participation, but if the study is explained in lay terms, with ample time for questions, it can allay fears by ensuring that participants are fully informed about what they are being asked to do and the intent of the study (George et al., 2014) .
We know that an increased investment of time and resources is necessary when researchers are trying to learn effective approaches to recruiting African Americans into research studies (Banda, Germain, McCaskill-Stevens, Ford, & Swain, 2012) . The demand for time to care for PWD is especially constraining for women caregivers as they often have to turn down promotions, move from full-time to part-time, or leave work altogether (National Alliance for Caregiving/AARP survey, 2009; Shriver & Alzheimer's Association, 2010) . According to Grill, Roman, Ernstrom, Aisen, and Karlawish (2013), adult child caregivers view their burden as greater and patient quality of life as poorer (Conde-Sala, Garre-Olmo, Turro-Garriga, Lopez-Pousa, & Vilalta-Franch, 2009; Conde-Sala, Garre-Olmo, Turro-Garriga, Vilalta-Franch, & Lopez-Pousa, 2009) than do spousal caregivers. The difference in attitude may contribute to poor participation in research studies. Logistical challenges also play a part in research participation when the caregiver is an adult child (Grill et al., 2014) . Long-distance caregiving presents more challenges to the caregiving and research participation as clinical trials usually require patients with mild severity, who are younger and have spousal caregivers (Grill et al., 2014) . Minority caregivers of PWD are more likely to receive care from a non-spouse family caregiver (Grill et al., 2014) , and there are obligatory social expectations for wives and daughters to care for their aging elders (Dilworth-Anderson, 2005) . Due to the many roles females play as daughter, wife, mother, grandmother, and working outside the home, time for research participation may not be a priority.
Caregiving can negatively affect the caregiver's attention to self-care practices, which can result in poor health outcomes (Balukonis, D'Eramo Melkus & Chyun, 2008) . Comorbidities of the caregiver may affect their ability to provide the needed care to the care recipient. The number of people with chronic conditions is rapidly increasing. Between 2000 and 2030, the number of Americans with one or more chronic conditions is estimated to increase by 37%, with an increase of 46 million people. Approximately 28% of Americans have two or more chronic conditions, and they are responsible for two thirds of health care spending. Comorbidities of the caregiver may affect their ability to provide the needed care to the care recipient (Robert Wood Johnson Foundation (2010) . The added stress of providing this care, which can last for several years, has the potential to significantly diminish the caregiver's quality of life and physical health state over time. Gerdner, Tripp-Reimer, and Simpson (2007) found that African American family caregivers had difficulty admitting their loved ones had dementia due to "spiritual reasons." Gaps remain in the literature on cultural/spiritual reasons for the reluctance of African American caregivers of PWD to participate in research studies. Lessons learned from recruitment challenges during a study of selfmanagement of diabetes in the family caregivers will be currently described.
The purpose of the original descriptive exploratory cross-sectional mixedmethods study was to describe the amount of variation in diabetes selfmanagement activities with the competing demands of caring for a PWD. The participants were also asked to describe what makes self-management of diabetes difficult and why? The goal was to recruit 100 African American women aged 50 years and older with T2DM, who also care for a PWD.
Recruitment
The recruitment took place in African American churches in urban and rural central Illinois. First, the Principle Investigator (PI) was introduced to a leader in the church by a colleague, whom she referred to as "the gatekeeper," and it was suggested that the gatekeeper would be able to assist with developing trusting relationships, which could facilitate recruitment into the study. To promote recruitment efforts, the PI attended the northern Illinois church at least once a month for the last year to interact with other leaders in the church and meet other members of the church community. The gatekeeper was well respected by her fellow church members and this provided the PI with access to the congregation members with caregiving responsibilities.
The PI provided an announcement letter to the church's congregation and residents of the surrounding community members outlining the desire to have African American women above age 50 with T2DM and who are caregivers of PWD or symptoms of dementia-like behavior to participate in a research study. Recruitment of participants took place at the church after the services and Bible study meetings, at health promotion events in the churches and after caregiver support group meetings. Challenges in recruitment were identified early despite a well-developed relationship with the churches' leadership and congregation. The PI also recruited in rural central Illinois Black churches.
The goal was to recruit 100 women for the study, but after 1 year of relationship building and another year of recruitment, 50 African American women, aged 50 and older, who served as caregivers to a PWD participated in the study. The mean age of the caregivers was 62 with a range of 50 to 76. There were a wide range of variabilities observed in the length of time participant's had diabetes, from 4 months to 36 years, with a mean of 9 years. Likewise, the length of time participants reported caring for a PWD ranged from 4 months to 12 years, with a mean of 3 years. On average, participants reported caregiving to a PWD for 11 hr per day with a range of 0.71 to 20.57. Sixty-four percent of the sample had some college education or graduate education and 36% with a high school education. Each caregiver had three comorbidities, and 36% of the sample was caring for grandchildren and family member with dementia while trying to self-manage their diabetes.
Lessons Learned
One of the ministers of the northern Illinois urban church commented that many parishioners are caring for a PWD in secret at home and would not attend the support group meetings out of fear of God. The minister cited verses in the Bible in the Book of Mark Chapter 5, Verses 13 to 15 and Luke Chapter 8, Verses 32 to 33 that refers to God providing us with a "right mind," yet punishing a man named Legion with demonic behaviors and shunning the family. The minister stated that some parishioners of his church assimilate these passages as the restless belligerent behavior sometimes demonstrated by PWD. He explained that some families are fearful that if others know they have a person in their household with advanced dementia behavior challenges, they feel they will not be saved.
Recruitment for participation in the study became increasingly difficult for several reasons. The assistance of a gatekeeper to promote trust and allow researchers an opportunity to gain entry into social circles where caregivers frequent was a necessity. Although, the study was limited by inherent bias in recruiting from support groups, the more vulnerable caregivers are at home on duty. The themes of caregiver responses focused on the time intensity of caring for a family member with dementia taking away time for self-care. It is possible that the recruitment challenges in African American research studies relate to the competing demands for time as the caregivers must adapt their daily schedules to meet their family's needs as well as their own.
It is possible that the stigma of caring for a PWD played a part in recruitment difficulties and the lower sample size. Caregivers in denial or belief that dementia behavior is a part of natural aging may not see the value of research participation. The PI in this study is an African American and ensured that the consent documents were written in a culturally sensitive manner. Despite the familiarity of the PI with the congregation, when it came time for recruitment, caregivers previously identified as caregivers in the caregiver forums chose not to speak with the PI. Neither the cultural sensitivity extended, race of the investigator, or the commitment of time and resources, improved trust or recruitment efforts.
The inclusion criteria were exclusionary, as the participants needed to be female, aged 55 and older, have diabetes, and be a caregiver of a PWD. Some potential participants were younger than age 55, had diabetes, and were caregivers. In addition, male caregivers with diabetes accounted for about 20% of the attendance at the caregiver support group meetings. Methods of recruitment must change to increase the sample and power of subsequent studies of African American caregivers of PWD to increase the generalizability of the findings. Then, the impact of caregiving, time intensity, and demographics such as income and intergenerational caregiving can better demonstrate what the intersection of African American culture, faith, dementia care, and selfmanagement of chronic illness means to families, nursing educators, health care providers, employers, and policymakers.
Conclusion
Future approaches to recruitment of women of color must be creative to reach caregivers of all means and education levels, as well as using venues other than the Black churches. Time constraints of caregiving affected research participation. PIs should try to recruit caregivers during home visits to promote trust in the health care system, research participation, and explain how their participation has the potential of helping others in the same situation. The literal interpretation of the Bible verses concerning the fear of not being saved while one is providing dementia care to a family member provides a lens into intervention research to improve recruitment of African Americans in studies and improve health outcomes. A layered intervention is in development and will include an interdisciplinary approach to recruitment with culturally sensitive approaches.
